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354 CFUnite.org − Bridging the gap between researchers and people
with cystic ﬁbrosis
M. Hurley1, J. Boote2, Cystic Fibrosis Unite. 1University of Nottingham,
Academic Department of Child Health, Nottingham, United Kingdom; 2University
of Shefﬁeld, Design, Trials & Statistics, ScHARR, Shefﬁeld, United Kingdom
Background: CFUnite is a public engagement with science project that aims to
bridge the gap between people with cystic ﬁbrosis and researchers, without concerns
of cross-infection. CFUnite consists of live online events where researchers present
their results to the public (who may ask questions in real time) and a website. The
website features lay summaries provided by the study authors of recently published
work, articles putting research into context, interviews with key ﬁgures explaining
the research process and a discussion forum. People with CF (or their parents) may
register to inform researchers about the design of future clinical studies.
Methods: One week after the project launch (January 2013) a live Internet event
was held to discuss ivacaftor. The background biology of CFTR was discussed and
the results of the phase 3 trial of ivacaftor in G551D and the results of the Phase
2 trial of ivacaftor and VX-809 were presented. Website use metrics were accessed
and feedback was sought through an online survey following the event and through
later focus group evaluation.
Results: After one invitation, 44% of researchers responded by submitting a lay
summary for online publication. In the seven days after the website was launched,
the website was accessed by 1238 individuals from 42 countries, on 1913 occasions,
in total viewing 7780 pages. The live event was attended by 95 people. In the 3 days
after a recording of the event was available online, the videos had been watched on
463 occasions. Qualitative and quantitative analyses will be presented.
Conclusion: Interest in research among the public is high as is engagement by
researchers.
